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Abstract 
Those who call themselves part of the disability community and those who advocate for them 
have seen many changes in the last forty years. Persons with intellectual disabilities are living 
longer, thus the need for caregiving by family or agencies.  The author addresses the need for 
person-centered planning, which is a critical issue.  Specifically, the author focuses on the 
following: (a) the definition of person-centered planning, (b) service agency use of this approach, 
(c) potential detriments if this approach is not used, and (d) the benefits of implementing a 
person-centered planning approach with persons who have a disability.  An agency scan was 
conducted to examine services provided to persons with intellectual disabilities as they impact 
service use and planning for the future. Specifically, the author examined services available to 
assist individuals with disabilities to be independent individuals, as well as services that can help 
parents plan for the future.  The author spoke with area agencies about the services they provide.  
What services are available? How do they implement these services? Is person-centered planning 
being used in their agency? Following review of agency services, the author describes two 
interviews with guardians of persons with intellectual disabilities.  The goal was to interview 
area parents or guardians in order to identify areas of greatest need from their perspective. Are 
local services adequate for them? Do guardians know about all of the services available to them? 
Are there areas where services could be better? Are there services that are needed that are not 
present?  There is still work left to do in the area of person-centered planning and agency 
services.  A way needs to be found to support agencies through community fundraisers and 
volunteering.  Parents and guardians need to work hand-in-hand to make sure the individual with 
an intellectual disability is getting the services they need.  Parents and guardians need to speak 
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up to make sure individuals are being listened to, that their wishes are being honored on a daily 
basis. 
 
We’re still here:  The Implications of Aging with a Disability 
Introduction 
I was born with a learning disability.  Growing up, my dad always told me that I could do 
anything I put my mind to.  I decided to return to Iowa State University to pursue another 
bachelor’s degree.  While doing this, I met a couple of young men who had cerebral palsy and 
were very well educated. 
 One day I saw my graduate student friend on the bus and started thinking, “He’s a well- 
educated man with a disability who gets around quite well despite having physical mobility 
challenges with his legs, but what happens when he gets older?”  This thought stuck in my mind 
and got me thinking about other individuals who would face similar situations.  One time I saw a 
non-verbal young man with an intellectual disability on the bus.  He had someone with him to 
help him do what he needed to do, and he was trying really hard to get the attention of one of the 
other bus patrons.  The young woman just looked up at him and uttered, “Yeah, hi.” Then she 
went back to scrolling through her phone.  Her reaction could be perceived as not really caring 
whether he was alive or not.  It was then that I realized that some people may believe that if they 
ignore the people on the bus who have a disability, then the individuals with a disability would 
just disappear.  These two situations gave me the idea to research the aging process in those with 
intellectual disabilities.  Because of the reaction of the young woman on the bus, and many of the 
reactions I have seen to individuals riding the bus who have a disability, I decided to title my 
research, “We’re Still Here: The Implications of Aging with a Disability.”  
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 As I began my research, I started to see that for many years the subject of aging was a 
discipline unto itself, as was the subject of disability.  Individuals could find articles on aging or 
disability, but rarely aging with a disability.  In recent years this has changed.  As early as the 
1990s, individuals began to write on the subject of aging and disability.  Many well-known 
names that you find in this area of research include Tamar Heller, Michelle Putnam and Peter 
Janicki.  The latter two I had the privilege of meeting at the Gerontological Society of America 
conference.   
In an interest group meeting I attended, Dr. Janicki spoke of a research project he began 
some years prior on the issue of Down syndrome and Alzheimer’s disease.  The city of Wichita, 
Kansas had been gifted three houses in which clusters of individuals with Down syndrome live.  
All of these individuals are also living with the Alzheimer’s disease (AD).  Some residents are in 
the early stages of AD, some in the middle and others in the late stages of the disease (see 
Appendix A for an overview of the project). 
 An abundance of information has been published on the educational side of disability.  A 
prominent researcher in this field is Rutherford Turnbull.   His work informs much of the history 
of the disability movement in the United States. 
Joseph Shapiro has written a book titled No Pity:  People with Disabilities Forging a 
New Civil Rights Movement which was published in 1994.  Much of this book is an in-depth look 
at legislation passed for the benefit of those with disabilities.  From chapter titles such as “Tiny 
Tims, Supercrips, and the End of Pity,” to “From Charity to Independent Living” one sees the 
struggle the disability community has gone through to be seen as people of value and worth.  
For those people who proudly call themselves members of the disability community 
(myself included), they just want to be seen for who they are and what they can do for and within 
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their communities, not for what they cannot.  This creative project is for all of those who grew up 
as undervalued or invisible, who were told they could not do or would not be able to do as their 
typically developing peers were able to do. 
 
Overview of this Creative Component 
 This creative component is organized into three main sections.  The first section provides 
a summary of legislation and literature in the recent decades.  To begin, I provide a summary of 
the history of disability in the United States from the early Civil Rights movement, to the 
educational changes, to deinstitutionalization of persons with disabilities.  Here I provide a 
summary of the laws enacted to benefit those with disabilities. Next, I discuss caregiving and 
families. Who are the likely caregivers? How willing are families to take on the role of 
caregiving?  What is the sibling’s place in the caregiving plan? I cover parental and sibling 
relationships with the individual with a disability.  Does this relationship affect how or who will 
be the future caregiver, or how care is given in the present to an individual with a disability? The 
last component of the overview addresses the need for person-centered planning, which is a 
critical issue.  Specifically, I focus on the following: (a) the definition of person-centered 
planning, (b) service agency use of this approach, (c) potential detriments if this approach is not 
used, and (d) the benefits of implementing a person-centered planning approach with persons 
who have a disability. 
 In the second major section of this creative component, I describe an agency scan 
conducted to examine services provided to persons with intellectual disabilities as they impact 
service use and planning for the future. Specifically, I examined services available to assist 
individuals with disabilities to be independent individuals, as well as services that can help 
parents plan for the future.  I spoke with area agencies about the services they provide.  What 
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services are available? How do they implement these services? Is person-centered planning being 
used in their agency?  
Following review of agency services, I describe two interviews with guardians of persons 
with intellectual disabilities. The goals of the interviews were to discuss perceptions of services 
in their community, to discuss issues they have with the caregiving process and to discuss ways 
they could be better supported by their family or service provider. I wanted to interview area 
parents or guardians in order to identify areas of greatest need from their perspective. Are local 
services adequate for them? Do guardians know about all of the services available to them? Are 
there areas where services could be better? Are there services that are needed that are not 
present? 
In the third and final section of the creative component, I summarize and synthesize the 
information gained from the agency and guardian interviews.  How do these interviews tie 
together? Where are the differences and where are the similarities? What is needed to further 
better services? 
 My hope for this project is that it will inform parents, caregivers and agencies of the need 
for aging related programs for those with disabilities.  Also, I hope that people will see the 
importance of person-centered planning to better prepare for the future lives of those with 
intellectual disabilities, and that having someone that cares for persons with intellectual 
disabilities and about them is important in their lives.  For a cautionary tale of what happens 
when no one is looking out for those with intellectual disabilities, see the New York Times article, 
“The Boys in the Bunkhouse” (Barry, 2014).  This is a case eventually brought to the attention of 
Iowa Department of Human Services in 2008.  Several men with intellectual disabilities, 
originally from Texas, were contracted to process turkeys in Atalissa, Iowa as a way to transition 
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the men from institutional living.  The article outlines their decades-long ordeal living in 
deplorable conditions and being severely underpaid until someone finally inquired about their 
welfare. More research, policy implementation, and integration of best practices can decrease the 
chances of these types of events occurring in the future. 
Beginnings: Historical Background Supporting Rights for Persons with Disabilities 
 Everything has to start somewhere.  Disability rights are no exception. According to the 
Anti-Defamation League (ADL; 2018) there are approximately 50 million Americans living with 
a disability that today lead independent, self-affirming lives.  Those in the disability community 
choose to define themselves according to who they are as a person -the ideas they have, what 
their beliefs are and what hopes and dreams they have – above and beyond their disability. 
The ADL (2018) goes on to explain that the disability rights movement began in the 
1960s along with other groups asking for civil rights.  In the 1970s disability rights activists went 
to Congress and lobbied and held marches in Washington so that they could have civil rights 
language for people included in the Rehabilitation Act in 1972.  In 1973, with the passage of the 
Rehabilitation Act, the rights of those with disabilities were protected by the new law.  It also 
made it illegal to discriminate against someone for employment on the basis of having a 
disability. 
Martin, Martin and Teman (1996) tell us individuals with disabilities have been 
discriminated against, seemingly, forever no matter the culture.  The records indicate that the 
society wanted them destroyed, isolated or excluded from any societal participation.  The 
government placing individuals with disabilities into institutions or implementing unfair 
employment practices is a more recent practice, however.   “The disability rights movement and 
the struggle of younger people with disabilities to receive care in the least restrictive 
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environment was a prominent theme at the end of the 20th century, leading to and fueled by the 
Americans With Disability Act” (Kane, 2001, p. 7). 
On June 22 of 1999 the United States Supreme Court was presented with the case 
Olmstead v. L.C. (ADA.gov). In this case, the court decided that individuals with disabilities had 
a right not to be discriminated against if they wanted to live in the community.  Placing persons 
with disabilities in institutions when they could benefit from a community placement was 
considered violating title II of the Americans with Disabilities Act.  It was the court’s decision 
that community-based services needed to be provided to individuals with disabilities when the 
person had no objection to living in the community, it would be appropriate for them to do so 
and services can provide a reasonable accommodation by taking into account what services are 
already being provided to others by the agency. 
 ADA.gov goes on to tell us, the justices explained the ruling saying that placing people 
 
who have disabilities in institutions but can be a part of the community perpetuates assumptions 
that are not justified that make people think that individuals with disabilities should be isolated 
and not participate in community life.  It also devalues these individuals by putting those with 
disabilities in institutions.  It says that they are not able to have relationships, jobs or any life 
inside of their family. It also means that they cannot go to school or any cultural event within the 
community. 
The second major ruling occurring before Olmstead was Public Law 94–142, the 
Education for All Handicapped Children Act signed in 1975.   
Prior to 1975, access for students with disabilities to educational opportunities was 
limited in two major ways. First, many students were completely excluded from public 
schools. In fact, congressional findings in 1974 indicated that at one point more than 
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seventy-five million students with disabilities did not receive educational services. 
Second, more than three million students with disabilities who were admitted to school 
did not receive an education that was appropriate to their needs (Yell, Katsiyannis, & 
Hazelkorn, 2007, p.1-2). 
Yell et al. (2007) go on to say, to address these issues, President Gerald Ford signed into 
law the largest piece of legislation benefitting those children with disabilities on November 29, 
1975.  Special education became more accessible with the EAHCA (Education for All 
Handicapped Children Act; EAHCA). After being enacted in 1975 as the Education for All 
Handicapped Children Act, this legislative act was reauthorized and revised to be known as the 
Individuals with Disabilities Education Act.  These revisions took place in 1986, 1990, 1997, and 
2004. Russo, 2007) 
Yell et al. (2007) explain that the EAHCA combined an educational bill of rights with a 
promise of federal money. This legislation contained provisions for states to receive federal 
funding, but they first must have rules that ensured those students with disabilities that met the 
eligibility criterion would receive an appropriate special education. The EAHCA made the 
requirement that any participating states provide a free appropriate public education (FAPE) for 
any student with a disability that was between the ages of 3 and18 by the first of September 
1978.  All students to the age of 21 were included by the first of September 1980. 
Martin et al. (1996) inform us that a legal requirement for public schools to educate all 
school age individuals with disability was a newer idea.  Prior to the 1970s there were several 
million school aged individuals that had been turned away from the public education system.  It 
may be assumed that Public Law 94-142, or what we know as the Education for All 
Handicapped Children Act was the first law that gave rights to individuals with disabilities in 
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public schools.  Rather, some rights were established by state laws (but not implemented) or 
were federal court cases based on the U.S. Constitution.  Most of the legislation that made up the 
EAHCA were introduced in 1971 (e.g., Pennsylvania Association for Retarded Citizens v. 
Commonwealth of Pennsylvania; Reynolds & Applequist, 2013).  The consideration by 
Congress of these bills greatly impacted the nation, and they fueled the interest in state 
legislation.   
“The educational rights of students with disabilities are also ensured by two other federal 
laws: Section 504 of the Rehabilitation Act (Amendments of 1973) and the 1990 Americans with 
Disabilities Act (ADA)” (Martin et al., 1996, p. 26). 
Demographics and Family Care Partners 
In a 2015 paper, Saxena reports that 12.1% of individuals living in their communities 
have disabilities, and 4.3% have an intellectual or developmental disability.  He also informs us 
that the 2011 U.S. Census estimates that eight million individuals who had a disability were 
between 18 and 64 years old and three million were over the age of 65 at the time.  The Census 
also reported that the life expectancy of the population with disabilities has increased from 33 
years in the 1930s up to 66 years in 1993.  This is due to the advancement in medicine, and today 
those having an intellectual disability have longer lives. 
Hermans and Evenhuis (2014) explain that while we consider retirement and begin to call 
ourselves part of the older adult population at 60-65, people with intellectual disabilities are 
considered part of this population at age of 50 years onwards.  Axmon, Björne, Nylander and 
Ahlström (2017) concur saying, according to the World Health Organization, the aging process 
starts at a younger age among people with some intellectual disabilities.  They also begin to be 
considered to have signs of frailty earlier than individuals in the typically developing population.  
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“Frailty is a state of increased vulnerability to adverse health outcomes compared to others of the 
same age. People with intellectual disabilities (ID) are more frequently and earlier frail compared 
to the general population” (Schoufour et al., 2014). 
With this knowledge, if a family has a child with an intellectual or developmental 
disability, a large part of their time is spent in caregiving.   “In the United States, over 75% of 
adults with developmental disabilities live at home with family carers and over 25% of these 
carers are age 60 years or older” (Heller & Arnold, 2010, p 16).   Lunsky, Tint, Robinson, 
Gordeyko and Ouellette-Kuntz (2014) found parents would often outlive their child with a 
disability.  Often, they were not considered as caregivers because institutional placement was 
recommended when it was discovered that the child had a disability.  Most parents followed 
these recommendations.  With the improvement of medical care and institutions closing 
worldwide, parents are now becoming caregivers and their children are outliving them. Weeks, 
Nelson, Bryanton and Kozma (2009) concur that the deinstitutionalization of people with an 
intellectual disability and increased life expectancy have created an issue where caregiving by 
parents could last as long as four or five decades.  If parents are themselves in poor health or 
experiencing functional declines that prohibit their ability to care for the child, it becomes 
necessary to utilize home-and community-based services or an alternative placement outside of 
the home. 
 “The number of older parents caring for children with an intellectual disability is 
expected to increase substantially, as some families do not seek services until the parent(s) 
cannot provide care any longer” (Weeks et al., 2009, p 180).  Weeks et al. (2009) describe 
certain factors that make a person no longer able to care for a person with a disability.  These 
would be the high care needs of the child, being a caregiver over age 75, having a limited 
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income, and greater stress levels.  It is estimated that 50-60% of those with an intellectual 
disability live with their family.  As their parent(s) grow older, the need for group home 
placement may be necessary.  Agencies that provide care to people with disabilities are usually 
sought when the parent(s) become ill or are deceased. 
Parental Relationships and Caregiving 
Esbensen and Seltzer (2011) go on to say that mothers of those having Down syndrome 
have rates of psychological well-being (depression or being pessimistic) that are equal to those of 
mothers of individuals with other intellectual disabilities.  However, evidence can suggest that 
the mothers of those having Down syndrome are more normative in their experience of 
psychological well-being than those mothers having individuals with other types of intellectual 
disabilities. Esbensen and Seltzer (2011) inform us that mothers of adults with Down syndrome 
say they have less conflict with family, less stress and feel less burdened.  They feel more 
satisfied with their social support, are more optimistic and have better acceptance of their child’s 
disability.  They also appreciate their child’s strengths more than mothers of adults with other 
disabilities. 
Essex (2002) tells us mothers often have a greater involvement with their child who has 
an intellectual disability throughout the lifespan.  One hypothesis is that mothers may decide to 
continue their caregiving role even when it is no longer necessary because they have help from 
their spouse. 
Essex (2002) speaks in his paper about how he found that parents of individuals with 
intellectual disabilities that are married have different ways of using social support.  Greater 
marital satisfaction contributed to better psychological well-being for both partners in the 
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relationship, however, it was the social support of family and friends that was associated with an 
increase for mothers.  
  Essex (2002) informs us that caring for a son or daughter with an intellectual disability 
creates emotional and physical demands on the parent.  In spite of this, there tended to be a close, 
warm relationship that was reported by parents with their children.  They took into account the 
reciprocity that was given to them by their children in the relationship.  These findings may also 
suggest that the literature, which shows children with an intellectual disability to be a burden, 
may instead be found as a source of emotional support for aging parents in these caregiving 
roles.    
Bearing this in mind, agencies providing services to individuals with disabilities and their 
families need to see their role as one that builds on the strong family relationship that each 
person has developed based on their experiences of having to cope with the larger issues of 
caregiving.  These things could include helping connect individuals with respite services as well 
as support groups and educational groups that may provide counseling for any stressful event or 
transition in their lives. 
Walden, Pistrang and Joyce (2000) highlight the concept of “captive” parents.  These are 
parents that feel restricted by their life and wish to give up this role of caregiver.  They envy the 
lives of their peers whose children are leaving home and feel they have invested in a life that is 
becoming less and less reasonable to them.  On the flip side he talks about the “captivated” 
parents.  These are the parents who have relinquished personal aims and found positive meaning 
in their caregiving experience.  These parents have fewer ambitions to have lives like that of that 
of their peers. 
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The research by Greenberg Seltzer, Orsmond and Krauss (1999) also tells us, twice as 
many siblings of adults having an intellectual disability expect to have a caregiving role in the 
future, but eventually those with intellectual disabilities and their siblings will have to turn to the 
social service system to meet the needs that are no longer able to be met by their aging parents. 
This brings us to a potential theory that could explain the reasoning for siblings being 
chosen to be caregivers.  According to Antonucci, Ajrouch and Birditt (2013), in the social 
convoy model, people become surrounded by individuals that move through the life course with 
them.  These people can be placed into three circles denoting closeness to the person.  The inner 
circle represents those closest to the person, with the next two diminishing in degree of 
closeness. 
In a family, often the closest relationship a parent has is with their children.  Thus, they 
would be placed inside the most immediate circle.  Those in the most immediate circle are often 
the ones that are trusted the most.  Those we trust most are often given roles of great importance 
in our lives.  This may account for why parents often choose children without disabilities to be 
caregivers to their siblings with disabilities. 
Siblings as Caregivers 
Saxena (2015) gives us this definition, siblings are the brothers or sisters of the individual 
with a disability who may choose to care for them. The brother or sister may or may not reside 
with the individual with a disability.  
Unfortunately, the son/daughter who does not have a disability is often not brought into 
the planning process.  However, it is often assumed they will take over the caregiving role of 
their brother or sister.  Kudela (2012) states, as parents get older, the sibling or siblings are often 
the individuals who begin to become the care partner of an adult with an intellectual or 
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developmental disability. Heller and Arnold, (2010) agree saying as parents begin having their 
own aging-related concerns they may be less able to care for their child with an intellectual 
disability. If they enter retirement or pass away, siblings may become the primary caregiver.  
Saxena (2015) explains, the term caregiving includes any time and effort spent providing 
emotional, personal, and social care and support either daily or semi-regularly.  
The relationship the sibling without disability has with their sibling with a disability often 
dictates the likelihood of them becoming the sibling’s future caregiver.  Rossiter and Sharpe 
(2001) explain in a meta-analysis that there may some negativity in the relationship for a 
typically developing sibling if they have a sibling who has an intellectual disability. Heller and 
Arnold (2010) also found where there is more than one child in a family, one sibling tends to 
choose to have the most involvement in the life of their sibling with a disability.  Davys, Mitchell 
and Haigh (2015) concur with their statement; in a family there is typically one sibling that is the 
most involved.  This can happen when there is more than one sibling in a family.  This individual 
takes most of the responsibility for the person with the disability.  The person that is most likely 
to have this position is an older sister that lives at least one hour away from the family dwelling.  
This sibling likely has contact once a week with their sibling with the disability.  
Greenberg et al. (1999) found another factor in sibling caregiving is gender, which 
reflects the difference between men and women and how they were socialized as children.  In 
caregiving situations, the sisters tended to demonstrate greater emotional support compared to 
their brothers.  Sisters expected to have more of a caregiving role in the life of a sibling with an 
intellectual disability in the future. Thus, not surprisingly, consistent with research examining 
other caregiving relationships (e.g., parent-child, spousal), gender appears to play a powerful role 
in family relationships and fulfillment of care needs. Other research also suggests that women 
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tend to be more involved than men in a sibling’s life (Rossiter & Sharpe, 2010).  Sisters tended 
to provide more of the caregiving and companionship to the sibling (Rossiter and Sharpe, 2010).  
It was found, though, that brothers were more involved with brothers who had a disability 
(Rossiter & Sharpe, 2010).   Orsmond and Mailick Selzer (2000) reported that sisters were the 
most likely persons to care for their sibling with an intellectual disability at their own home when 
the parent was no longer able to be the primary caregiver.  Gender of the sibling with an 
intellectual disability had an effect on future plans that were made, with sisters more likely to 
take care of sisters than brothers. 
In addition to gender, differences in siblings’ relationships can also differ as a function of 
the disability experienced. Rossiter and Sharpe (2010) state that compared to siblings of adults 
with autism, the siblings of individuals with Down syndrome experienced a warmer and closer 
relationship with their siblings.  There was more contact, and these siblings reported more 
positive feelings about what the future held for their siblings.   
Orsmond and Mailick Seltzer (2000) found that daughters were more likely to be 
considered as future caregivers compared to sons.   For mixed-gender dyads, sisters were more 
likely to be the most involved sibling for a brother with an intellectual disability than were 
brothers for a sister with an intellectual disability. 
Saxena (2015) postulates that birth order definitely plays a role in who the potential 
caregiver is. Brothers or sisters who were older had more involvement, this may be because 
parents expect that they help out in early life.  Being the only sibling in a family when there is a 
second sibling with an intellectual disability can be strongly associated with being expected to 
take a caregiving role in the future.  He also finds that that females are the person to keep the 
family together and also considered to be nurturers.  They grow up expecting to take on future 
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caregiving responsibilities, and among individuals with a disability the female sibling is the one 
who provides the greatest amount of care and companionship.  They also are more likely to 
report a greater desire live with and take care of the brother or sister in the future. 
Rossiter and Sharpe (2001) also inform us few studies have investigated adult siblings of 
persons with an intellectual disability, but one might anticipate more feel-good emotions for 
adult siblings because the impact of a sibling with disabilities has in their lives.  Being able to 
deal with sibling and family stresses might be an indication of better overall development and 
coping in the sibling without a disability. Finding more positive outcomes such as this would 
provide a more balanced perspective to the literature and some comfort to the parents of siblings 
of children with an intellectual disability. One might also anticipate that some positive aspects of 
having a sibling with an intellectual disability such as greater empathy.  This is more likely to be 
exhibited in adulthood and, therefore, some research efforts should be directed at long-term 
consequences of family dynamics and sibling relationships. 
Kudela (2012) also says most often it is the sibling(s) that become the social support 
system in the life of a person with an intellectual disability when the parents can no longer fulfill 
the role.  Adults with intellectual disabilities have to make decisions about where they will live, 
what their least restrictive environment is, how they will access transportation, whether they will 
have a job and assistance with their financial matters.  They must also make decisions about 
what medicines they will take, what treatments they will utilize and how to enhance their quality 
of life.  With the parent no longer able to do this, the sibling is often tapped to help to make these 
kinds of decisions. 
According to Orsmond and Mailick Seltzer (2000) adult siblings who have a brother or 
sister with an intellectual disability are in a unique position. As they become midlife adults with 
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multiple roles such as job, marriage or children, many of these siblings may only have a 
supportive role, if they have any role at all, in caring for their brother or sister who has an 
intellectual disability.  As their parents begin to age and may be less equipped to assume full 
caregiving responsibility, these siblings may look forward to a more active and primary 
caregiving role.  
Greenberg, Seltzer, Orsmond and Krauss (1999) note that one factor that may push the 
sibling toward the caregiving role is how close they feel with their family. Research on life 
course speaks of how a relationship with the family-of-origin can dictate how strong sibling 
relationships are into adulthood. In a family that has an adult child with an intellectual disability, 
the sibling that does not have a disability may take on a greater role in the family by helping the 
parents with caregiving.  Especially when the non-disabled sibling(s) have a close relationship 
within the family and are concerned about the strain that caregiving takes on the parents. In this 
way sibling involvement may be influenced by the values they grew up with in their family and 
within each generation over time. 
Greenberg et al. (1999) also share how important it is to recognize the bonds that exist 
within families that encourage continued involvement in one another’s lives and the lives of 
those who have an intellectual disability. 
Sibling Relationships and Family Context  
Orsmond and Mailick Seltzer (2000) observed gender differences in the way that brothers 
and sisters engage with their sibling who has an intellectual disability.  With girls, they used 
physical activities that are not competitive.  Boys are most likely to use toys to engage their 
younger same gender sibling with an intellectual disability. Prior research shows us that 
individuals who grow up in a family where there is a sibling who has an intellectual disability are 
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often expected to take on a caregiving role in adulthood.  Greenberg, et al. (1999) concur that if 
an individual has a sibling with an intellectual disability, it is assumed they will transition into a 
caregiving role because they feel a responsibility to their family. 
Greenberg et al. (1999) go on to say the anticipated caregiving roles tend to be gender 
stereotyped, with older sisters most likely to expect to take on additional caregiving and 
household responsibilities for their sibling with an intellectual disability. Fortunately, these 
additional caregiving responsibilities do not necessarily have a negative effect on the sibling 
relationship or sibling well-being in childhood, and the effects of the additional caregiving 
responsibility are partly dependent on birth order. Although, for individuals who are older than 
the sibling with an intellectual disability increased child care responsibility is associated with 
less positive interaction and more conflict between the siblings.  For individuals who are younger 
than their sibling with an intellectual disability, any child care responsibilities do not appear to 
affect the sibling relationship or sibling socialization outside the home.   
In a study by Pruchno, Patrick and Burant (1996), some mothers reported that little 
functional assistance was provided by their children who did not have a disability to brothers or 
sisters with a disability. The relationships between the siblings, however, had a strong close tie.  
The greatest predictor of a good relationship between siblings was how much assistance was 
provided to the sibling with a disability by the non-disabled sibling.  Orsmond and Mailick 
Seltzer (2000) go on to explain that while many of the siblings wanted to take on a caregiving 
role as an adult, the parents had a reluctance to let them take on this role.  
Person-centered Planning 
A focus on the individual with disabilities is an integral component of promoting quality 
of life and choice for persons with disabilities. Claes, Van Hove, Vandevelde, van Loon and 
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Schalock (2010) tell us there is no single way to define person-centered planning.  According to 
their literature review, in three studies by separate researchers person-centered planning was 
described in terms of a person-centered process.  This means focusing on the persons and what 
they are able to do.  Focusing on the positive aspects of their lives, not past failures, but that is 
only one definition.  Claes et al. (2010) explain that person-centered planning can include a wide 
range of procedures and guidelines that focus on making positive changes for those with an 
intellectual disability.  These goals are to help develop collaboration among people, to have goals 
in mind, and make plans that are individualized to those seeking services.  These goals focus on 
being active in the community, having relationships within the community, and being considered 
competent. 
 Some consider it to be choice-making and Brown and Brown (2009) use this term. While 
Mansell and Beadle-Brown (2004) explain person-centered planning as an approach to giving 
assistance to individuals who have intellectual disabilities. People focus on the individual with a 
disability and assist them with the aspects of their life that would help them be independent and 
community dwelling.  This idea was developed over thirty years ago in the United States.   
Brown and Brown (2009) inform us using the word choice as defined in the field of 
intellectual disability, can be a noun, but it can also be a verb. It is something that value is placed 
on or something acted on.  People without disabilities have the ability to make a choice about 
one thing or another. People with intellectual disabilities should have the same right to make a 
choice about something as their counterparts who do not have a disability.  Having a right to 
choose is the idea that persons with disabilities should be able to make choices that have an 
effect on their lives.  The entitlement to choose means how people with disabilities make this 
choice. 
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Is Person-Centered Planning being used in Community Living Situations?  
However it is defined, can we say that person-centered approaches are being used or 
executed in all situations?  We cannot exactly say this.  A lot of organizations say they use or 
support person-centered planning, but only under certain terms.  Some do not use it at all.  So, 
where do organizations draw the line on person-centered planning? 
Mansell and Beadle-Brown (2004) explain when person-centered planning with people 
with intellectual disabilities is implemented, it is often something that is put on paper but not put 
into practice. Mansell and Beadle-Brown (2004) discovered that the social service system plans 
were in case notes but were seldom used.  The studied cases tended not to have any individual 
plans or goals enacted within the daily lives of service users. 
Brown and Brown (2009) state that many people with intellectual disabilities are not 
given many opportunities to make their own choices.   Even in their daily activities such as 
where and what time they will eat and when to go to bed.  It is also recognized that there are 
fewer options available to them in institutional settings.  Adults with intellectual disabilities who 
reside with family or in small group houses have fewer times in which they can invite friends 
into their residence or develop a sexual relationship. 
Rudkin and Rowe (1999) did not find much information supporting use of person-
centered planning by service providers. There can be questions whether or not the individual 
with an intellectual disability has any input to the process of creating their plan. Evaluation of 
person-centered planning in agencies suggests that staff members are the ones who set the goals, 
and the goals are set on their value system, instead of what the individual with the disability 
wants.  The programs created are designed to develop skills among persons with disabilities 
 22 
instead of doing what the person wants and changing the way services are provided. When 
individuals with intellectual disabilities attend meetings, they often do not get to speak on their 
own behalf as to what they want and do not want.  This may reflect staff biases in thinking that 
individuals with disabilities cannot participate in meetings and understand what is going on and 
feel that their clients are not able to have any participation in meetings due to their disability. 
Indeed, Stancliffe, Lakin, Larson, Engler, Taub and Fortune (1999) argue that people may 
perceive that involving individuals with a profound disability is too challenging because of their 
potential lack of communication.  This idea, however, does not align with the idea of a person-
centered approach.  This approach should establish a context in which the person receiving 
services would be able to make their wishes and values known. 
Stancliffe et al. (1999) tell us there is not much evidence that agencies providing services 
to those with disabilities embrace the idea of person-centered planning approaches, the largest 
idea being that they place the person with the disability at the center of the decision-making 
process.  After all, they should be able to make choices about their future lives. If the idea of a 
person-centered approach is to make people a part of the decisions and to get on board with what 
these people want, providers need to consider how to make individuals with limited verbal skills 
able to make their wishes known. It is important to find alternative ways of expressing self-
advocacy, which would include, not exclude, the individual with a disability in the planning 
process.  
Claes et al. (2010) explains that being flexible in support for person-centered planning 
can be difficult in larger agencies where they have an “all in one” provision of services (housing, 
domestic skills training, social skills training, community skills training and community 
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integration).  These agencies find it difficult to address the need to provide people with the 
support to make their own decisions. 
 Employing a person-centered approach may give rise to ethical and legal considerations 
in terms of a person’s safety.  Brown (2009) comments that facilitating choices for those with 
intellectual disabilities can bring up a dilemma for professionals.  An example of this situation is 
supporting individuals who want to make a choice that may not be in their best interest.  Person-
centered planning can be misused when staff allow an individual to make a choice that may be 
unwise for them instead of considering the individual’s safety. 
However, as previously described, disability empowerment through the disability rights 
movement of the 1970s has brought the need to consider the ideas and opinions of those with 
disabilities to the forefront. Mactavish and Mahon (2005) state that there needs to be greater 
emphasis on person-centered planning especially in later life.  Using this approach would place 
the person with an intellectual disability in the center of the decision-making process that needs 
to go on to plan for their future. 
Combes, Hardy and Buchan (2004) explain that person-centered planning is intended to 
include people and assist them in finding a way to express their wishes for their life.  Being able 
to identify the things wanted and not wanted as well as values of the person receiving services, 
and those who are important to them is a large part of the process that needs to be considered. 
Brown and Brown (2009) explain that according to the 2006 United Nations’ Convention 
on the Rights of Persons with Disabilities, individuals with a disability have the right to choose 
where they will live and with whom they will live in the same way as an individual without a 
disability.  They should not be forced to live in any particular arrangement.  
Interviews with Guardians  
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 So far, everything discussed reflects research findings.  To capture the lived experiences 
of individuals in central Iowa, I endeavored to find out what parents and guardians were saying 
they wanted or needed in their lives.  What was going well for them, what was not going well for 
them? Did they like the services they were receiving at present? Was person-centered planning 
working for them, did they even use person-centered planning? 
Approval and Recruitment for Research 
Application was made to the Institutional Review Board (IRB) for permission to conduct 
research with human subjects prior to data collection.  Permission for human subjects’ research 
was granted on an exempt status by IRB (see Appendix E for IRB approval). 
Recruitment of individuals for participation for research was accomplished by posting a 
flyer in locally trafficked businesses and public areas, as well as agencies serving individuals 
with disabilities (see Appendix F for flyer). In addition, an e-mail was sent to a large employer in 
the area. 
Interviews were conducted using a set of questions that included:  type of disability, 
residential status, use of in-home or out-of-home services, use of agency services, future plans 
and caregiver support. A full list of interview questions is provided in Appendix G.  The goals of 
the interviews were to: (a) assess what parents or guardians knew about services available to 
them, (b) ascertain if the services were meeting expectations and identify potential 
improvements, and (c) determine guardians’ plans for the future (e.g., if they could no longer 
serve in a guardianship and/or care partner role). 
Informed consent was obtained at the time of interview (see Appendix H). The interviews 
lasted approximately 30 minutes, and the PI was accompanied by a colleague who took notes of 
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the interviews.  In the description below, pseudonyms are used to protect the confidentiality of 
the participants. 
 
Interviewee 1:  Linda and Amy 
Linda and Amy are over the age of thirty.   Linda serves as a guardian to Amy who has 
an intellectual disability and mental health concerns.  Amy experienced multiple difficulties 
during her childhood and   including non-parental guardianship. 
Linda reports that she is more of an advocate than a caregiver at this time.  Amy needed a 
guardian and the agency she was receiving services from did not feel it should be a family 
member.  Linda and Amy were previously acquainted; thus, Linda was asked if she would take 
on the role of guardian.   
Linda calls Amy during the week, but often Amy is too busy living her life to talk for 
very long.  Amy shares a residence with another person.  She has a job within the community 
working a few days per week.  Amy is described as high functioning; however, she requires 24-
hour support to ensure safety and help her be as independent as possible. 
Time permitting, Linda and Amy take weekly outings together.  Linda helps Amy make 
decisions that benefit her life in positive ways.  Most of what is done reflects a person-centered 
approach.  Linda encourages Amy to make her own decisions for her life, but Linda directs 
Amy’s decisions when she needs support. 
Amy takes care of herself and does most things on her own.  She can cook, but often 
chooses not to and microwaves something instead.  She knows how to do her own laundry but 
will often forget to do it or do it to excess.  Linda describes Amy as often giving up on things. 
 26 
Amy has high cholesterol, but it is regulated by medication.  Her health is good (other 
than the cholesterol) and she is rarely sick.  Linda does not think that Amy would know if she 
was sick since she has never really been sick.  Amy is active in a sport and this is likely to 
contribute to her good health. 
At this time, Amy’s mental health is being regulated by medication and she is doing well 
in this respect. She sees her doctor and her psychologist regularly. 
 Amy’s mild/moderate intellectual disability makes her vulnerable to others in that she 
trusts too easily.  Amy’s intellectual disability is such that she does know how to take the local 
bus system by herself, but she does need help learning a new route if she needs to take it. 
Amy utilizes residential services (living in group housing). Linda feels very supported by 
everyone at the agency.  Linda’s family understands why she decided to be a guardian and 
supports her in her role.  Linda reports that Amy makes it easy to serve as her guardian. 
Amy’s future needs have been addressed.  Nothing specific has been said as to future care 
that may be needed (e.g., group living or some kind of skilled care when needed).  Linda will 
continue to be a guardian to Amy as long as she can.  She does not feel, however, that if she 
could not do her job that any member of Amy’s family could become a guardian.  The staff at the 
residential facility has said that they could step in and help if Linda needed it.  However, Amy 
would have to agree to allow someone else to be her guardian.   
Linda feels that her job as a guardian is first and foremost being an advocate, then 
making decisions.  She has not regretted her decision to become a guardian; if she had to make 
the decision all over again, she would do the same thing. 
Interviewee 2:  Julie and Grace 
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 Julie is a woman over the age of thirty.  Grace, a family member, is also over the age of 
thirty and Julie is preparing to take on a caregiving role for Grace when the time comes.  Grace 
has a genetic mutation that causes her to have an intellectual disability.  Julie reports that Grace’s 
intellectual age is estimated to be consistent with that of a six to eight-year-old. 
  A family member of Julie’s also had a disability and Julie comments, “I was kind of 
raised for the part.” 
 Grace is living with her parents at this time. When her parents can no longer take care of 
her, she will be living with Julie and her family.  Julie and Grace try to spend one day each week 
together and do things out in the community.  Julie and Grace talk on the phone often. 
 Grace goes to work and does simple tasks.  She has bus service that works well for her.  
Grace has tried using day services, but that did not go well so it was discontinued.  Julie reports 
that Grace has professional staff that come in to support her needs in the afternoon after work.  
Mostly, Julie thinks the people from the organization treat it like a babysitting job.  So, she says 
the services are adequate but not the best that they could be. “They adequately give us what we 
need.”  With the job coaches and staff, she says, “Hard to employ excellence when you can’t pay 
them higher.”  
 Grace tries to be as independent as she can.  She helps cook but requires support to clean 
up.  She needs help with her ADLs (activities of daily living).  She must be reminded to bathe, 
brush her teeth and hair, and get dressed.  She must also be reminded at her job to stay on task.  
Julie says, “She (Grace) is as independent as a six to eight-year-old can be.” 
Julie worries about the future.  She worries about all the things that come with age, but 
more so because of Grace’s disease.  So, illnesses like cancer and other large issues like this are 
always foremost in her mind. 
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Julie reports limited availability of family; however, she feels like her family supports her 
very well.  They understand what she is going through and try to help her.  She feels like she 
could be better supported by the extended family, but they have their own lives, so she is doing 
the best she can.  Her parents will eventually come and reside on the property.  They will be able 
to help support Grace so that Julie can have some respite time. 
Grace has been asked if she would want to go to a group home, she adamantly said no.  
She knows she will be coming to live with Julie and is excited about this prospect.  She often 
tells Julie that she will come live with her in the future.  That is the closest she has come to 
expressing any want in this situation, but she does know to say what she does and does not want.  
Things are good as they are for the moment, so they are leaving things as they are. 
Interview Conclusions 
According to Weeks et al. (2009) parents of adult children with intellectual disabilities 
are now becoming caregivers because of the deinstitutionalization process.  However, some 
parents may not be equipped to provide care for children with disabilities.  This may be the case 
for Amy. The situation of Amy and her family can help to inform the way we provide disability 
services.  All parents of children with disabilities could benefit from parenting classes and group 
sessions with the child with a disability to help parents better understand the needs of this special 
group. For parents who face their own challenges, additional supports are warranted.  
Instances such as this could lead us to postulate about life course theory having an impact 
on families and potential caregiving.  Mitchell (2003) gives us this definition, life course theory 
speaks of the connection between individual lives and the place in history and how a person grew 
up as a context for the way a person’s life happens.  Life course by definition is the sequence of 
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events and the roles the individual has within their lifespan. The events and roles do not occur in 
a given way but can constitute the whole of the person’s actual experience.   
 “It has long been recognized that exposure to stressors at various points along the life 
course has long-term consequences for well-being.” (Mailick Selzer, Greenberg, Floyd, Pettee & 
Hong, 2001) Amy’s mental health issues may have their roots in her early upbringing, but we 
cannot be certain.  We do not know how much of her mental health issues are due to her early 
life and how much is related to her intellectual disability. Amy’s situation highlights the 
complexities that be arise around co-morbidity. 
The literature speaks about siblings and close family members and how they are often 
brought up to assume a caregiving role.  This is true when it comes to Julie.  As mentioned 
before, she commented, “I was kind of raised for the part.”  Davys, et al. (2015) commented that 
the brother or sister (close family member) often spends one day a week with their family 
member with a disability if they live outside the house.  Julie goes out with Amy at least once a 
week to do fun things together. 
When extended family is not involved in the caregiving process, this can often be a drain 
to the person(s) that are providing care to the individual with an intellectual disability.  Creating 
some kind of respite program for those who do not have any family that wish to be involved in 
the caregiving process can be a help.  Even if this means families without children who have a 
disability would provide care for the individual with a disability for a weekend.  Agencies could 
set up a respite call list for individuals needing a break for a short period.  If a person that has 
been certified in respite care wished to be placed on the list, they could contact the agency and 
tell them if a person with an intellectual disability would choose to stay with them, they would be 
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able to provide that support on a short-term basis.  This could help with the larger issue of 
caregiver burnout. Caregiver burnout can cause physical, emotional or mental exhaustion. 
Person-centered planning, according to the literature, has no single definition.  The 
concept, as used in the interview, refers to one’s ability to make decisions about one’s life for 
themselves.  Linda talks about how she encourages Amy to make her own decisions about where 
she will live and what she will do.  Having the ability to state what she wishes or does not wish 
to do at a certain time. She also understands that Amy can make her own mistakes and learn 
from them.  
Julie reports that Grace has expressed the wish to live with her when the time comes, not 
in a group setting.  This is also a form of person-centered planning.  Grace has expressed her 
preference for where she will live, and this has been honored. 
Day services are often used by persons with intellectual disabilities.  Services and 
programs can assist individuals in learning skills that aid in their independence.  It can be a fun 
and engaging experience that gives individuals a way to meet new people and be involved within 
their community.  Unfortunately, if not planned correctly it can be a bad experience for those 
who use it.  Especially if the people using these services are not allowed to have a choice in what 
they will do on a daily basis.  People with intellectual disabilities are often thrust into the 
community by the day service provider, going places they may not care to go, have an interest in, 
or even understand the significance (e.g., visit to the State Capitol or historical building and 
walking around).  The Olmstead Decision established that individuals with intellectual 
disabilities could be engaged in their community.  Many day service providers think that this 
means that persons with disabilities need to get out and be seen by community members.  The 
issue with this is, it does not show them being a contributing member of society.  It just tells the 
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community that individuals with disabilities can go out into the community.  An alternative 
approach is to facilitate situations in which individuals with disabilities engage in meaningful, 
purposeful activities that they find enriching (e.g., assistance with a child care program, 
delivering meals to older adults).  Such approaches could demonstrate to the community what 
persons with disabilities can do and how they are a benefit the community by being a part of it.  
 Julie said day services did not work well for Grace.  Linda said that day services did 
work well for Amy.  This may have something to do with the functional capability of each 
individual involved.  Amy is more functional and has an intellectual quotient (IQ) of an adult. 
Conversely, Grace’s IQ and functional level are reported to be closer to a six to eight-year old.  
Day services that are a “one size fits all” may not work if the activities or expectations are built 
upon the assumption that everyone in attendance are of the same mental age.  If day services 
could be built around each person’s functional capability and preferences, it might work better.  
This is to say, if individuals were given a curriculum based on their aptitude for activities, much 
like children are grouped in a classroom by developmental stage in a child care setting, there 
might be better outcomes for participants. 
If a person with an IQ and functional status close to a child is supposed to understand a 
concept or idea geared toward someone with a more adult mentality, this could be really 
frustrating.  Think of it like trying to teach algebra to a three-year old, it just is not going to 
work.  They do not have the reasoning skills needed to understand what they are doing.  But, if 
you try to teach them their colors or numbers, this is going to be reasonably appropriate for their 
age. 
Building a curriculum around the mental age of the individuals using day services not 
only decreases frustration, it also helps clients accomplish those things that will help make them 
 32 
independent.  It also shows that the agency cares about each of the individuals in their care, 
recognizing individual differences to employ a person-centered approach. 
Transportation is an issue that is important when it comes to individuals with intellectual 
disabilities.  How they get from one place to the other matters, and often dictates the success they 
will have once they get to where they are going.  Bus services seem to work well for both 
individuals interviewed.  Amy knows how to ride the city bus service without much help.  Grace 
takes a prearranged bus to her place of employment. 
Agency services in general could be better according to Julie.  She feels that Grace has 
someone that is watching her like a child care provider rather than teaching her specific ways to 
be independent.  When hiring new employees, most agencies advertise for individuals with a 
good driving record, a high school diploma and a willingness to show up every day.  That could 
very well fit the definition of a child care provider but does not guarantee a person-centered 
approach that will serve to scaffold the individual with disabilities to reach new capabilities. 
Agencies should take the utmost care in their hiring procedures.  Are they hiring someone 
that is willing to help people with disabilities learn to be independent? Are the people hired 
willing to give those with disabilities skills that will help them in the community?  For agencies, 
it should be more than just a simple background check to get the job.  They should ask 
themselves, does the applicant have any experience working with individuals with disabilities? 
Do they have a degree in Human Services or a related field?  If the answer to either of these 
questions is no, then they need to look for a more qualified candidate. As mentioned by Mosaic, 
A residential service for those with disabilities, higher pay is also needed to attract and retain 
these candidates. 
Agency Information 
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 As noted in the literature and the guardian interviews, it is important that there are 
forward-thinking and well-staffed agencies out there working for the betterment of those with 
intellectual disabilities.  It is important that they use person-centered approaches and have 
services that are more than a “one- size-fits-all” system.  They need to have the resources to 
tailor the programs to fit the needs of each individual person they serve. 
 There are many agencies providing services to individuals with disabilities in central 
Iowa.  They include:  Mainstream (This includes Mainstream Educational Living Center their 
day center, and Advocacy Connections Empowerment “ACE”), Optime, Lutheran Services of 
Iowa (LSI) and Friendship Ark Homes.  For this project I chose to look at Mosaic in Des Moines 
and Friendship Ark Homes.  Both provide excellent services to individuals with intellectual 
disabilities and their families. 
Mosaic 
The first agency I spoke with is Mosaic, a provider of residential and day services for 
those who have intellectual disabilities.  Mosaic has been providing services to individuals with 
disabilities of all types since 1983.  Mosaic provides services to clients primarily in the Polk 
County area as well as selected services to those persons in the Nevada area.  Parents in the other 
central Iowa communities have asked for services, but as of yet, Mosaic has not been able to 
provide them as the necessary funds are not available at this time.  They serve persons with an 
intellectual disability that are 18 and older.  Mosaic provides in-home services, job skill training, 
supported community living and community integration.  The number of persons served is not 
clear from their information, but from my interview I would place the number at over 100. For 
other issues that were discussed in the interview, see Table 1. 
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Table 1 
 
Issues discussed in the Mosaic interview 
• Aging in place-They do their best to let the individual stay in their group residence as 
long as they are able.  They are beginning to train people to help with medical needs. 
• Alzheimer’s care-They are beginning to learn about caring for individuals who have 
an intellectual disability and Alzheimer’s disease so that the resident can stay in their  
home environment for as long as possible. 
• Home and community-based services waiver (HCBS)-This is one of the forms of 
financial assistance that is accepted at Mosaic. They also will accept those on 
Intellectual Disability Waiver. 
• Person-centered planning-This is their method when implementing care plans.  They 
believe in this wholeheartedly and it is not a “paper only” practice. 
• They ask individuals what are your goals? (relationships, jobs, friends, 
spirituality) 
• They are accredited by Council on quality leadership and use personal outcome 
measures 21 areas during an interview for those seeking services. 
• Advocacy for those with disabilities-They are out in the community advocating for 
those with disabilities.  They make their residents visible to the community so that the 
area sees how these people contribute to the community in a positive way. 
• Advocate for the person that wants to make their own choice-They prefer parental 
noninvolvement in the situation.  They like to let the resident make their own choices 
about their lives. 
• Involvement in preplanning-They help parents to make plans concerning the future 
of their child.  They advocate for the best possible situation for each person. 
• Reduce guardianship for intellectually disabled people-Let the person with an 
intellectual disability speak on their own behalf when it comes to treatment and 
medical care when possible. 
• Informed consent-Are people able to make medical decisions for themselves based on 
the disability? 
• Spirituality vs being spiritual-Being spiritual means that a person goes to church, 
synagogue, mosque etc. every week and Mosaic makes sure they get there safely.  
Spirituality is when a person has no direct belief but finds a way to celebrate life in 
their own personal way. (Taking a walk in nature, sitting on a park bench looking at the 
trees, painting what they see, etc.). 
• Need of funding and awareness 
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Mosaic promotes person-centered planning.  Staff members use what is known as 
Personal Outcome Measures.   
“Personal Outcome Measures® are a powerful tool to ensure supports and services are 
truly person-centered. In a Personal Outcome Measures® interview, 21 indicators are 
used to understand the presence, importance and achievement of outcomes, involving 
choice, health, safety, social capital, relationships, rights, goals, dreams, employment and 
more. The insight gained during a Personal Outcome Measures® interview can then be 
used to inform a person-centered plan, and at an aggregate level, influence an 
organization’s strategic plan. For decades, they have been an effective data set for valid 
and reliable measurement of individual quality of life” (Council on Quality Leadership, 
2015). 
  An overview of the Personal Outcome Measures is provided in Appendix D. 
Friendship Ark Homes 
 
Friendship Ark Homes provides multiple services for individuals with disabilities that 
promote community engagement.  The organization is faith-based and provides a family-oriented 
environment. The core members socialize with each other. The group home communities get 
together for activities, and the core members find a community of friends that works like a 
family. This provides different options for supported living for persons over the age of 18 in the 
state of Iowa. 
The organization serves approximately 25 individuals (referred to as core members) in 
group housing.  There are 11 clients that receive hourly supported community living.  Thirty-
seven attend their day habilitation program.  They have a current waiting list of 26 individuals 
for 24-hour supports. 
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They employ over 50 full-time and part-time staff serving under these values:  
individuality, empowerment, mutual respect and dignity.  Individuality means eliminating 
stereotypes, being authentic and being unique in the world.  Empowerment means that the 
potential of each core member is recognized, and each person is seen as unique.  Through the use 
of personal growth plans, the staff will assist each individual to reach their full potential.  Mutual 
respect is recognizing that we live in a community that is diverse with an advantage that 
encourages discovery and creativity.  Both respect for the individuals and respect for the values 
of the community at Friendship Ark involves balancing personal autonomy with the goals and 
mission of the organization.  Team members treat each core member with dignity, and make sure 
that each person is being seen, listened to, and treated fairly. 
Friendship Ark Homes continues to grow and respond to the changing needs of those in 
the intellectual disability community and their parents.  They employ a board of directors that is 
comprised of volunteers and managed by those from their agency.  It is their vision that those 
served have access to information and skills so that the agency can help to see that those with 
disabilities become active participating citizens of their community. For issues discussed in this 
interview, refer to Table 2. 
 “Friendship Ark celebrates the uniqueness of adults with intellectual disabilities by 
providing homes and community services. We help these core members reach 
their fullest potential through faith, family and friendship” (Friendship Ark). 
 Their vision is that Friendship Ark will be the provider of choice for adults with 
intellectual disabilities seeking community services. 
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Table 2 
Issues discussed in the Friendship Ark interview 
• They want to be a part of the community- They want to volunteer.  Often, 
they man barricades at street events, help with Rummage Rampage and other 
community events around Ames. 
• Dementia training-They are working to be trained to understand those core 
members that have an Alzheimer’s diagnosis so that the core member can stay 
in their residence as long as they are able. 
• Work closely with medical professional so they have the supports to stay 
in their group home. 
• Faith based (spirituality vs religion)- Being spiritual means that a person 
goes to church, synagogue, mosque etc. every week.  Spirituality is when a 
person has no direct belief but finds a way to celebrate life in their own 
personal way. (Taking a walk in nature, sitting on a park bench looking at the 
trees, painting what they see etc.) 
• Family always welcome-Family can come to any event that is scheduled.  
Family is a large part of what they do. 
• Person-centered planning-Individualized plans don’t take away a person’s 
decision.  They can choose who is on their care team to help them make the 
best decisions for their independence. 
• Home health services (age in place)-They are in the process of acquiring 
home care services for those who need it, so the core member can live there as 
long as they want. 
• Community integration-There are lots of volunteering for core members. 
They are involved with ISU with a partnership with the Best Buddies club. 
(This is an organization that pairs a person without a disability with a person 
who has a disability.  The person without a disability becomes a friend and 
mentor to the person with a disability). 
• Living a lot longer because of deinstitutionalization and better medical 
care. 
• Use services because parents are getting older (use of preplanning) 
• Oldest member is 72 
• HCBS-As mentioned with Mosaic, this is one provision to pay for services as 
well as those being on Intellectual Disability Waiver. 
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Discussion of Agency Scan 
 Many positive things are happening in central Iowa as far as services for persons with 
disabilities.  There are many agencies providing services to those with intellectual disabilities.  
The question is, are they prepared for individuals entering the aging process?  This is to say, 
those that need specialized services to maintain their independence.  Are they ready for the 
individuals that can no longer be taken care of by parents?   There may not be a shortage of 
places to go, but there is a shortage of funding for these places. 
Some agencies have changes they could make to better serve their residents or clients.  
But, for the most part agencies are moving in the right direction as far as person-centered 
planning and the ability to age in place.  Training in Alzheimer’s disease and other related 
dementias is coming, but we still have some work to do in this area. 
 The National Task Group on Intellectual Disabilities and Dementia Practices (NTG) 
provides seminars to train individuals working with individuals having a disability in caring for 
those with Alzheimer’s disease and other related dementias. (NTG, 2018). They give the option 
for the person being trained to themselves become a certified trainer of others in their workplace.  
The individuals trained then attend webinars and other events to keep their training current, as 
described in Appendix I.  
Discussion 
 Many individuals with intellectual disabilities are able to acquire services they need 
because they are on the Intellectual Disability Waiver program.  According to the Iowa 
Department of Human Services (DHS) information packet on home and community-based 
services found on their website, this program is designed to provide services, funding and 
individualized supports so that individuals can stay in community living or in a group house 
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instead of utilizing medical institution care. These services are individualized to meet the needs 
of each person being served. Table 3 describes services provided, Table 4 explains eligibility 
criterion.  The requirements and services are adapted from the DHS website. (Iowa Department 
of Human Services, 2018) 
The approach agencies employing group living situations is to provide a home in which 
individuals can stay there as long as they possibly can.  This eliminates the issue of transition 
anxiety on the part of the individual with a disability.  Transition anxiety in the context in which 
I am using it here is not considered a psychiatric disorder as it is normally defined in the 
literature.  It is, rather, a term saying that routine is not broken, thus making the individual with 
the disability less anxious about any kind of change.  This makes things less stressful for the 
guardians.  They know the individual will be taken care of in their own home for as long as they 
can be. 
Guardians are looking for more person-centered services in the area.  Agencies are using a 
person-centered model to promote residents be in charge of themselves and their care.  Unlike 
research findings from Brown and Brown, Mansell and Beadle-Brown, Rudkin and Rowe and  
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Table 3 
Services provided by the Intellectual Disability Waiver 
• Adult Day Care  
• Consumer-Directed Attendant Care (CDAC)  
• Day Habilitation  
• Home and Vehicle Modifications  
• Home Health Aide  
• Interim Medical Monitoring and Treatment  
• Nursing  
• Personal Emergency Response System  
• Prevocational  
• Respite  
• Supported Community Living  
• Supported Community Living – Residential Based  
• Supported Employment  
• Transportation  
• Consumer Choices Option  
 
Table 4 
 
Eligibility criterion for Intellectual Disability Waiver 
• Be an Iowa resident and a United States citizen or a person of foreign birth with legal 
entry into the United States.  
• Have a diagnosis of an intellectual disability as determined by a psychologist or    
psychiatrist. 
• Be determined eligible for Medicaid (Title XIX). Members may be Medicaid-eligible 
before accessing waiver services or be determined eligible through the application                          
process for the waiver program. Additional opportunities to access Medicaid may be     
available through the waiver program even if the member has previously been 
determined ineligible.  
• Be determined by the Iowa Medicaid Enterprise, Medical Services Unit, to need 
intermediate care facility for the intellectually disabled (ICF/ID) level of care. 
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Stancliffe et al., agencies in central Iowa are using person-centered planning with their clients.  
There is that gap with the research that could indicate to parents that person-centered planning is 
not an important belief with many area agencies. 
Many agencies work on small budgets to serve as many people as they can.  This leads to 
some potential clients being turned away due to the lack of funds for services, or the services 
needed cannot be monetarily justified for that person (e.g., paying to have a team of individuals 
be Supported Community Living Workers to just one individual at a time, when it is more cost 
effective to pay them to work with four people in a group home.). 
We need to look at paying Supported Community Living Workers/Direct Care Workers 
better wages.  One person interviewed said that she believed that the individual she looked after 
is not receiving the type of services she actually needs (more akin to babysitting) because the 
staff is not paid commensurate with what the job required of them. 
More training in Alzheimer’s disease and other related dementias is needed especially 
when considering the Down syndrome population.  For this population, it is not if they will get 
the disease but when. “Virtually all individuals with Down syndrome develop sufficient 
neuropathology for a diagnosis of Alzheimer’s disease by the age of 40 years” (Lott & Head 
2005, p. 383). “By age 35, virtually all individuals with Down’s [sic] syndrome (DS) have the 
neuropathological changes characteristic of Alzheimer’s disease (AD), including deposition of P-
amyloid in diffuse and neuritic plaques” (Schupf et al., 2003, p. 433-34). 
 This leads us to thinking about changes in policy and the future directions for the 
disability service agencies. We need to think about how individuals are trained or not trained for 
a job working with individuals having a disability.  If you look at online job advertisements in 
the disability sector, you will find many of their descriptions ask only that you have a high 
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school diploma or General Education Development.  This may have implications for how 
services are or are not provided for those with disabilities.  If a person is only required to have a 
base form of education for the job, then they may feel they only have to do a minimal amount of 
work.  This could lead to the individual served not being given the skills needed to maintain their 
independence or be a contributing member of society.   
A professor at Iowa State University stated that they were standardizing the childcare 
profession.  It was soon to be required that anyone working in childcare (outside of in home 
providers) must have a degree in Child Development or something close to it. A provision such 
as this for people working with individuals with disabilities would help with some of the issues 
where staff seem ill-equipped to do their job.  If a person was required to have a degree in a 
human services related field for a base level job, they would be better trained to handle many of 
the issues that come up in a supported living job. 
Most individuals with a human services related degree are trained in lifespan 
development and psychology.  These two areas are a large help in understanding the unique 
characteristics of individuals with disabilities. 
With this standardization, a standard pay commensurate with the degree a person has 
obtained would help individuals working in Supported Living to be compensated for their skills.  
Parents and caregivers would feel more like they are getting the best kind of services that can be 
had.  There would be fewer parents saying that their child is getting just adequate services 
because the staff does not take pride in what they do.  
 Overall the agencies need to keep focusing on what they are doing presently.  They need 
to put the emphasis on quality care for individuals with disabilities, and help serving parents and 
guardians with their needs.   
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 All of the agencies considered here are non-profit; therefore, they have to provide 
services to as many as they can on a limited budget.  This can be frustrating because they want to 
help everyone, but just do not have the money to serve all who ask (such as the case of Mosaic 
and Ames residents wanting services). 
 One option could be creating something like the Des Moines Public Schools have, called 
“Partners in Progress.” A local business partners with an area school and they have a reciprocal 
relationship with each other.  The children of the school do projects for the business, and the 
business may donate money to the Parent Teacher Association.  The idea would be to pair an 
agency with a local business or businesses.  The residents being served could then have an 
opportunity to volunteer there or to gain employment in some way.  The business would 
potentially hold a charity event, such as a golf or bowling tournament, to benefit the partnered 
agency.  This would be beneficial for both parties, as the business would be able to see that the 
individuals in the community with disabilities are valuable members.  The agency would gain the 
funds needed to serve more people in their area.  If it is a well-known business in the area that 
the agency is partnered with, this may mean more people would be willing to turn out for that 
business’ events.  The agency would then receive greater dividend; because, many aging with 
disabilities would say, “We’re still here, help us be the best we can be.” 
 Agencies in the area are doing their best with the resources that they have.  A way needs 
to be found to support them through community fundraisers and volunteering.  Parents and 
guardians need to work hand-in-hand to make sure the individual with an intellectual disability is 
getting the services they need.  Parents and guardians need to speak up to make sure individuals 
are being listened to, that their wishes are being honored on a daily basis.  Person-centered 
planning needs to be more than a paper exercise that is never used. 
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I gained a lot of information from this research.  Some guardians are happy with the 
services they are receiving, some are not. Deinstitutionalization has created a situation that is 
good for those with intellectual disabilities in that they can now be seen as people who are 
valuable individuals.  Unfortunately, it has created new trials for parents and guardians as they 
try to navigate the complicated system of available services. 
Siblings have become a large part of the caregiving equation.  Many look at as their duty 
as a member of the family to eventually care for their sibling with an intellectual disability.  
Often siblings do so gladly, offering what resources they have and time they can spare to help 
their brother or sister be an engaged and contributing member of society. 
People who rely on public transportation may still see those on the bus who have a 
disability as someone they can ignore.  Hopefully this will change as people begin to see what 
these individuals can do within their communities.  Because, like it or not, people with 
disabilities are still here.  You cannot close your eyes and pretend they do not exist. 
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Appendix C  
Friendship Ark
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Appendix D  
Personal Outcome Measures 
 
Personal Outcome Measures contain 21 indicators. These are the key indicators and 
experiences that people, and their families have said are most important to them.  They consist of 
five factors with 21 personal outcome indicators.  They fall into five categories and are as 
follows: 
 
My Human Security 
These are non-negotiable human and civil rights 
1. People are safe 
2. People are free from abuse and neglect 
3. People have the best possible health 
4. People experience continuity and security 
5. People exercise rights 
6. People are treated fairly 
7. People are respected  
My Community 
Access to, being a part of and with a community 
8. People use their environments 
9. People live in integrated environments 
10. People interact with other members of the community 
11. People participate in the life of the community 
My Relationships 
Social support, intimacy, familiarity and belonging 
12. People are connected to natural support networks 
13. People have friends 
14. People have intimate relationships 
15. People decide when to share personal information 
16. People perform different social roles 
My Choices 
Decisions about one’s life and community 
17. People choose where and with whom they live 
18. People choose where they work 
19. People choose services 
My Goals 
Dreams and aspirations for the future 
20. People choose personal goals 
21. People realize personal goals 
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Appendix F  
Recruitment flyer 
 
Caring for Adults with Intellectual Disabilities 
Iowa State University  
 
 
 
 
Are you a parent or guardian of an adult that is 40+ years old that has an intellectual disability?  I 
am looking for participants for a study that examines service knowledge and use, preplanning, 
and caregiver stress among parents or guardians that care for an adult with intellectual 
disabilities.  The purpose of this study is to examine what older adult individuals caring for a 
consumer with an intellectual disability knows about services available to their consumer.  Also, 
what do they know about preplanning and if they have thought about this process. To qualify for 
this study, you must speak/understand English fluently to answer questions.  Participation in the 
study consists of a 60-minute conversation with two researchers. 
Contact Jennifer Low at april23@iastate.edu or (515) 294-4380 for more information. 
  
 56 
Appendix G  
Interview Questions 
 
Research question:  What are the experiences of aging caregivers with caring for older adult 
children with intellectual disabilities? 
 
Caregivers having a care plan 
 How caregiver health influencing developing care plan?   
 Health of individual with disability  
 
Demographic questions? (Either ask verbally or print out to give them)  
CR and CG age 
Type of disability of CR 
Number of siblings of CR 
CG employment/retirement 
Describe ways culture or family background affect caregiving 
How many estimated hours do you spend caregiving per week? 
 
Caregiver Questions 
1. Tell me about your caregiving situation.  
2. Does your child live with you or separate from you?  
a. What are your experiences with this living situation?  
b. If separate - how often do you see your child?  
3. Have you experienced health issues? (e.g., back/knee problems, high blood pressure)  
a. If yes, have these health issues effected your caregiving responsibilities?  
4. What are your experiences using in-home services? (e.g., home health aide, physical 
therapy) 
5. What are your experiences using services/resources outside of the home for your child? 
(e.g., bus, adult-day)  
a. Describe your experiences on ease of availability, accessibility, and helpfulness of 
these services.  
 
Adult-child Questions 
a. What disability is your child diagnosed with?  
b. Are there any other disabilities and/or health conditions you are concerned about at this 
time? If yes, do you feel that are being addressed on the health plan currently? In the 
future? (e.g., heart, OCD, ADHD, depression.  
c. How would you describe the level of independence your child has? 
a. In what areas do they need your assistance?  
b. In what areas do they receive assistance from others besides you?  
 
Family Questions  
1. If there are others in your family who currently help with caregiving responsibilities or 
would be willing to in the future: describe who they are, where they live, and in what 
ways they help.  
2. Tell me in what ways you feel supported by your family.  
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a. Are there ways you feel you could be more supported than you currently are? 
 
Care Plan Questions 
1. Tell me about any future plans you have for your child’s care.  
a. Who would be the most likely person to care for/be the guardian for your child in 
the future? 
a. Has your health influenced these care decisions?  
b. Has your child’s health influenced these care decisions?  
2. Tell me about your child’s involvement in these future plans of your child’s care. (e.g., 
have they expressed who they wish to be their future guardian)  
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Appendix H  
Informed Consent 
CONSENT FORM FOR:  Caring for Adults with Intellectual Disabilities 
This form describes a research project. It has information to help you decide whether or not you 
wish to participate. Research studies include only people who choose to take part—your 
participation is completely voluntary. Please discuss any questions you have about the study or 
about this form with the project staff before deciding to participate.   
 
Who is conducting this study? 
This study is being conducted by Jennifer Low, a master’s student in the Interdisciplinary 
Graduate Studies program at Iowa State University. She is working with her Major Professor, 
Dr. Jennifer Margrett.  
 
Why am I invited to participate in this study? 
You are being asked to take part in this study because you are a parent of an individual 40+ with 
an intellectual disability. You should not participate if you cannot speak/understand English 
fluently. 
 
What is the purpose of this study? 
The purpose of this study is to examine what older adults caring for an adult child with an 
intellectual disability knows about services available to adult child and plans to meet future 
aging-related needs. 
  
What will I be asked to do? 
If you agree to participate, you will be asked to verbally answer a series of questions regarding 
your child, your family, and your knowledge of services pertaining to persons with intellectual 
disabilities as well as questions regarding preplanning for future or anticipated needs. Your 
participation will last for approximately one hour.   
 
What are the possible risks or discomforts and benefits of my participation? 
Risks or Discomforts—The foreseeable risks or discomforts related to your participation in this 
research are potential emotional discomfort discussing unanticipated needs related to your adult 
child.  
 
Benefits—You may not receive any direct benefit from taking part in this study We hope that 
this research will benefit society by the information collected could have an effect on what is 
done in the future in regard to long-term care services for adults with intellectual disabilities. 
 
How will the information I provide be used? 
The information you provide will be used for the following purposes: (1) The principal 
investigator will use student data to complete a required creative project related to her master’s 
degree. (2) The research findings may be shared in professional settings (e.g., conference) and 
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outlets (e.g., academic journal). (3) A summary of results may be shared with participants as well 
as other stakeholders (e.g., service providers, policy makers).  
 
What measures will be taken to ensure the confidentiality of the data or to protect my 
privacy? 
Records identifying participants will be kept confidential to the extent allowed by applicable 
laws and regulations. Records will not be made publicly available. However, federal government 
regulatory agencies, auditing departments of Iowa State University, and the ISU Institutional 
Review Board (a committee that reviews and approves research studies with human subjects) 
may inspect and/or copy study records for quality assurance and analysis. These records may 
contain private information.  
 
To ensure confidentiality to the extent permitted by law, the following measures will be taken:  
All paper notes will be placed in a file cabinet which will be locked at all times and only 
authorized study persons will have access to it. 
 
All participant information will be de-identified using a variety of methods including code 
numbers and pseudonyms. I will utilize Cybox for storage of electronic files related to the study. 
Prior to dissemination of study results, all information will be screened again to ensure that any 
potentially identifying information has been redacted. 
 
Will I incur any costs from participating or will I be compensated? 
You will not have any costs from participating in this study. You will not be compensated for 
participating in this study.  
 
What are my rights as a human research participant? 
Participating in this study is completely voluntary. You may choose not to take part in the study 
or to stop participating at any time, for any reason, without penalty or negative consequences. 
You can skip any questions that you do not wish to answer. 
 
If you have any questions about the rights of research subjects or research-related injury, please 
contact the IRB Administrator, (515) 294-4566, IRB@iastate.edu, or Director, (515) 294-3115.    
 
Whom can I contact if I have questions about the study? 
You are encouraged to ask questions at any time during this study. For further information, 
please contact Jennifer Low april23@iastate.edu  (515) 294-4380 (principal investigator) 
Jennifer Margrett margrett@iastate.edu  (515) 294-3028 (major professor) 
 
Consent and Authorization Provisions 
Your signature indicates that you voluntarily agree to participate in this study, that the study has 
been explained to you, that you have been given the time to read the document and that your 
questions have been satisfactorily answered. You will receive a copy of the written informed 
consent prior to your participation in the study.  
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Participant’s Name (printed)               
 
 
             
Participant’s Signature     Date 
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Appendix I  
National Task Group on Intellectual Disabilities 
 
 
 
 
 
 
 
